###### Strengths and limitations of this study

-   This study will contribute to a better understanding of the current state of knowledge regarding the transitions of care and life processes of acquired brain injury (ABI) youth by identifying the effectiveness of available transition programmes for these individuals as well as predictors, factors and determinants involved.

-   This study will also guide decision makers in proposing innovative and integrated solutions for the transitions of care and life processes for the ABI youth population.

-   The Mixed Methods Appraisal Tool will be used to ascertain the quality of data obtained by each paper for the primary and secondary outcomes in an evidentiary table.

-   Only electronic databases will be searched; hence, publication bias cannot be ruled out.

-   The literature review to be conducted will not be a meta-analysis given that the studies will most probably differ significantly with regard to design, purposes and outcomes.

Introduction {#s1}
============

Transition leads to multiple simultaneous changes that require great adaptability, especially in youth with acquired brain injury (ABI). ABI in paediatrics refers to children born with a neurological condition, which results in a chronic neurological disorder.[@R1] These disorders can stem from a number of neurological conditions, such as cerebral palsy or Down syndrome. According to the Society for Adolescent Medicine, the transition of care process is defined as: 'a purposeful, planned process that addresses the medical, psychosocial, and educational/vocational needs of adolescents and young adults with chronic physical and medical conditions as they move from child-centred to adult-oriented health care systems'.[@R2] In other words, transition refers to a planned and complex process, rather than an event or a single step at a point in time, that ensures the continuity and coordination of health and life care as youth transfers within and across healthcare and public facilities.[@R3] The definition used in this literature review protocol was broadened to include all types of transitions that can occur during the life of a child with an ABI, such as transitioning through school (eg, from high school to college), work, rehabilitation centres, home care and adult healthcare centres.

The literature highlights the need to provide effective transition services in the healthcare field for ABI youth,[@R8] as these are essential for future quality of life. Indeed, advances in paediatric healthcare have led to an increase in survival rates of children with complex chronic neurological conditions and thus a rise in young adults with previously unseen conditions admitted and treated in adult healthcare centres.[@R9] Providing sufficient preparation prior to the transition from paediatric to adult care services is crucial, as patients often feel anxious and concerned at the knowledge of being transited.[@R3] Differences between paediatric and adult healthcare settings can lead to consequences for the transitioning youth population, as paediatric healthcare providers tend to ignore the growing independence of adolescents while adult care providers encourage their patients to take responsibility for their care and health.[@R3] Several studies have stressed the positive correlation between lack of readiness for transition and deterioration in the health status of young people with ABI.[@R17] As a result, adolescents and young adults transitioning to adult care facilities often feel unprepared, which leads to lower rates of follow-up appointments, attendance and medication compliance.[@R3] It is important for adolescents and young adults to learn self-care and self-empowerment, as well as to develop effective, lasting partnerships with the healthcare providers involved in their care.[@R8]

A range of approaches and strategies, including structured transitioning programmes, have been developed and implemented to improve youth's health outcomes.[@R3] The mechanism of action of most transitioning programmes often includes six core elements to facilitate transition preparation, transfer of care and integration into adult care centres, which include establishing a policy, tracking progress, administering transition readiness assessments, planning for adult care, transferring and integrating into an adult practice.[@R3] Transition programmes have been shown to help ABI youth maintain healthy habits in adulthood as well as ensure compliance with their treatment.[@R8] These benefits and improved health outcomes have also been noted in other youth population with chronic illnesses, especially for patients with cystic fibrosis and diabetes, following a structured multidisciplinary transition programme.[@R3] However, the availability of these transition programmes is still limited and evidence on their effectiveness is inconclusive, which may be the result of wide variations in the structure and delivery of these programmes.[@R3]

Hence, a better understanding of the current state of knowledge regarding transitions of care and life processes of ABI youth would allow clinicians and researchers to better identify the effectiveness of available transition programmes for this population. These results could further be used as a guide for national and international decision makers interested in proposing innovative and integrated solutions for the transitions of care and life processes for the ABI youth population.

In short, the purpose of this paper is to provide a protocol for an upcoming systematic literature review on the topic of transitions of care and life processes for children, adolescents and young adults with ABI from 2010. This review will attempt to address two research questions: (1) What is the effectiveness of transition programmes available for children, adolescents and young adults with ABI? and (2) What are the predictors, factors and determinants involved in the transition process of this population?

Methods and analysis {#s2}
====================

Patient and public involvement {#s2-1}
------------------------------

Patients, families and/or the public were not involved in the design of this study or in the development of the research goal and objectives.

Search strategy {#s2-2}
---------------

The start of this systematic literature review is planned for 1 October 2019 and will end on 31 December 2021. The objective is to review the state of current knowledge regarding transition programmes available for youth with ABI. A mixed-methods systematic review will be conducted in accordance with the PRISMA-P guidelines.[@R29]

A comprehensive search strategy for finding relevant peer-reviewed literature will be developed. Sources of peer-reviewed literature to be searched will include the databases Ovid Medline, Ovid All EBM Reviews, Ovid Embase, Ovid PsycINFO and EBSCO Cumulative Index of Nursing and Allied Health (CINAHL) (see [online supplementary appendix 1](#SP1){ref-type="supplementary-material"}). The criterion for inclusion will be publication dates between 2010 and 2020. Articles published before 2010 will not be considered, as evidence regarding the research topic may be outdated. Search terms will be: ABI, cerebral palsy, Down syndrome, brain paralysis, central paralysis, encephalopathia infantilis, little disease, spastic diplegia, transition, paediatric, child, adolescent, families and parents and may be present in the title, abstract and keywords of publications. Furthermore, articles' bibliographies and reference lists will be evaluated for other potentially relevant articles. Restrictions will include articles available in English or French and related to human studies. This systematic literature review will be completed in collaboration with a librarian of Sainte-Justine University Health Centre with special training and skills in literature searches.
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Inclusion criteria {#s2-3}
------------------

A PICO framework was developed to guide this search. Thus, the inclusion criteria for this upcoming systematic review will include:

-   Articles that refer to the eligible Population and Problem of interest (P), which comprises children, adolescents and young adults (0--18 years) diagnosed with the following ABI conditions: cerebral palsy, Down syndrome, encephalopathia infantilis, little disease and spastic diplegia. In other words, any condition that meets the ABI definition provided in this protocol will be included in this systematic literature review.

-   Any Intervention (I) relating to the healthcare of this population or life transitions from paediatric to adult-oriented care. These interventions can include approaches, strategies and/or structured transition programmes that facilitated the transition from school, work, rehabilitation centres, home care and/or adult healthcare centres.[@R3] Examples of interventions include: transition education/training, self-management training, care coordination, shared care, introduction to the adult team prior to transfer, move from high school to college and so on.[@R25]

-   Studies that involve a Comparator (C) intervention. These can refer to usual care, transfer letter alone and scheduling an adult visit. Pre-post testing will also be acceptable.[@R25]

-   Any quantitative or qualitative health-related Outcomes (O) post-transition according to age groups, ABI health condition or to types of transition processes. Expected primary outcome measures may include mean of time to transfer, measures of disease control, proportion of patients transferred, percentage of mortality, frequency of emergency room use, patient-reported outcomes, views, experiences and perceptions of the transition.[@R3] In addition, as secondary outcome measures, the predictors, factors and determinants involved in the transition process of this population will also be of interest.

-   Quantitative (eg, randomised control trials, non-randomised controlled trials and cross-sectional studies), qualitative (eg, grounded theory, phenomenology and ethnography) and mixed-methods designs will be included in this review. The studies can be of any duration.

Exclusion criteria {#s2-4}
------------------

The exclusion criteria for this systematic literature review will include:[@R25]

-   Concerning types of participants, studies referring to youth (0--18 years) who suffered non-congenital neurotrauma (ie, brain injury, stroke, spinal cord injury and meningitis) will be excluded. Studies that include participants older than the target age range are eligible, as long as they include participants in the target age range as well.

-   Studies that had no specific intervention will not be included. Studies that were only observational will be excluded as well.

-   If no comparator was used or if the comparison was unrelated to the intervention, the studies will not be eligible.

-   If no outcomes or specific quantitative or qualitative outcomes are reported, the studies will be excluded.

-   Regarding types of studies, all grey literature will be excluded, except for published abstracts of conference proceedings that have been peer reviewed.

Selection of articles {#s2-5}
---------------------

Two review authors will independently screen the search outputs for potentially eligible articles (authors SB and JF). The two independent reviewers will screen the titles and abstracts of the publications for relevance, and all studies that do not meet inclusion criteria will be automatically removed. Subsequently, full texts of potentially eligible articles will be appraised independently by the two authors to assess them for eligibility based on the study inclusion criteria. A third review author (principal author JGL) will assess the articles selected before their final approval for the systematic literature review. All reviewers will need to agree on the final articles to be included, with disagreements to be resolved through discussion and mutual consensus.

Screening and data extraction {#s2-6}
-----------------------------

For the two reviewers (authors SB and JF) to be able to independently extract data regarding the eligible studies, a composite evidentiary table will be constructed. This evidentiary table will include: the internal identification number, authors, year, design type, aim of the study, sample size, transition programme characteristics, clinical variables assessed, outcome measures, use and application in children and adolescents with ABI, predictors, factors and/or determinants, if any, results/conclusions as well as strengths and limitations (eg, bias).

Quality assessment {#s2-7}
------------------

To ensure quality in the systematic literature review, articles selected will be appraised by two authors (authors SB and JF) using the Mixed Methods Appraisal Tool (MMAT), V.2018.[@R31] The MMAT is a validated and reliable checklist developed to assess the methodological quality of quantitative, qualitative and mixed-methods studies included in systematic reviews of mixed studies.[@R32] Each study will be judged according to its methodology (ie, qualitative, quantitative, randomised controlled trials, quantitative non-randomised, quantitative descriptive and mixed methods). Then, the five criteria provided in the MMAT for each type of study will be rated. In the end, MMAT scores will vary from 0% (zero criteria met, poor quality) to 100% (all criteria met, high quality). Consensus will be reached for each article's final scores and will be validated by the principal author (JGL). Also, it should be mentioned that the risk of bias of each study will be summarised as a narrative statement.

Data synthesis {#s2-8}
--------------

As previously mentioned, the articles will be analysed according to their respective designs (ie, quantitative, qualitative or mixed-methods) as well as by their rating score according to the five criteria presented in the MMAT to evaluate their quality. This synthesis will be performed by two authors (authors SB and JF) and reviewed and validated by the principal author (JGL).

A descriptive and narrative synthesis of the findings will be presented using the information gathered in the evidentiary table, describing the effectiveness of available transition programmes in terms of quantitative data (eg, mean time to transfer, measures of disease control, proportion of patients transferred, percentage of mortality, frequency of emergency room use) or qualitative data (eg, views, experiences, perceptions) as well as consistency and discrepancies between studies. Risk of bias assessments will be incorporated into the synthesis as well as predictors, factors and determinants involved in the transition process, if any. A meta-analysis will not be possible given that the studies will most probably differ significantly in regard to design, purpose and outcomes.

Amendments {#s2-9}
----------

Any amendments to this protocol will be documented with references to saved searches and analysis methods, which will be recorded in the bibliographic databases and evidentiary table for data collection and synthesis.

Ethics and dissemination {#s2-10}
------------------------

Ethical approval for this systematic literature review will not be undertaken because the data to be collected cannot be linked to individuals.

Planned dissemination will primarily take the form of submissions for publication in recognised research journals. Other means of dissemination may include presenting the findings to partners, stakeholders and decision makers through research reports and at conferences. Furthermore, once the state of knowledge regarding this issue is established through this systematic literature review, the data will contribute to a research project with the aim of modelling a transition process in care and in life for ABI youth and their families, which will be published once it is completed.
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